The political goal and the aim of Swedish disability policy today is to give persons with disabilities the same opportunities as others to participate in society and to live together with others
Introduction
Disability policy has recently evolved from a medical perspective with focus on care and treatment to a political focus on rights and equality in society. Political pressure has led to comprehensive government inquiries, reports and changes of current legislation during the last 20 years. The political goal and the aim of Swedish disability policy today is to give persons with disabilities the same opportunities as others to participate in society and to live together with others -the principles of normalisation and integration. The basis for the Swedish welfare programmes is a belief in solidarity and equality -a sense of collective responsibility. As part of this responsibility there is a visible commitment in the legal framework to provide support to persons with disabilities to enable them to maintain a standard of living similar to that of others (Hollander, 1996) .
Previously those with extensive need of support were not being provided with the kind of personal assistance they needed. Many of them had no influence whatsoever over the help they received in very intimate situations and the help was often provided by a large number of different persons coming and going in their home. The idea of personal assistance is to provide support that is tailor made to the individual as far as possible and to optimise e person s influence over how the support is arranged.
The 1994 disability reform in Sweden -new rights for persons with certain functional impairments
Two particular Acts came into force on the 1st of January 1994, the Act concerning Support and Service for Persons with Certain Functional Impairments (LSS) (SFS, 1993:387) and the Act concerning Assistance Compensation (LASS) (SFS, 1993:389) . LSS gives persons with severe functional disabilities, either physical or mental, the legal right to 10 different kinds of support and services. The law concerns rights. It is about being able to do everything that an able-bodied person normally does. LASS is a complementary law to LSS.
Those who will benefit from these rights are persons with severe disabilities. Under the former Special Service Act (SFS 1985:568) persons with learning disability, autism and braininjury already had some of the rights contained in the new Act. These persons received help automatically but had also some new rights. One of the most important changes was that they were to be regarded as full and equal members of the local community when the responsibility for their care was removed from the county council to the local government.
LSS comprises the following 10 measures for special support and special services: Advice and personal support; Personal assistance; Companion service; Contact person; Relief service in the home; Short-term stay away from home; Short-term minding of school children over 12; Foster homes and special housing for children and young people; Special housing for adults and Daily activities (not work).
Two other Acts are also important for persons with disabilities. The Social Services Act (SFS, 2001:453) , which concerns the basic responsibility that local authorities have for the whole population, and the Health and Medical Services Act, which sets out the responsibility that county councils have for health and medical care.
The right to personal assistance
One of the most important elements in LSS is the right to personal assistance. LSS and LASS replaced the former Act of Special Services and enlarged at the same time the affected group. The service is an individual right and specific service, which the individual has to apply for. If the application is turned down there is a right to appeal to a higher court. This provides a control function, which also is exercised by the National Board of Health and Welfare and the county council. These laws are seen to be the most complex ones in the whole social insurance system, partly because there is a great need for cooperation between different local authorities and partly because the laws have brought about interpretation and implementation problems.
Those who might obtain personal assistance in accordance with these two Acts are divided into three groups:
1. Persons with learning disabilities, with autism or conditions similar to autism, 2. Persons with considerable intellectual disabilities/learning disabilities as a result of brain injury in adult age (acquired brain injury), 3. Persons with other major and permanent disabilities which cause considerable need for support and services and where the disability is not caused by a normal process of ageing.
The individual has to apply for the services. The local authority where the individual is living has the ultimate responsibility. A needs assessment is done by officials from social services and sometimes it is done together with officials from the local Social Insurance Office
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. When the basic needs of services exceed 20 hours a week the financial responsibility continues through the National Social Insurance according to LASS, which means financing by state money.
A supplement to the LSS Act in 1996 defined more precisely what needs personal assistance should cover. Personal assistance was defined as:
… personal modelled services given to a limited number of individuals who because of major and permanent disabilities need help with personal hygiene, meals, dressing and undressing, communication with other people and other kinds of help that requires thorough knowledge about disabled person (fundamental needs). Persons with such needs within the three groups mentioned above have the right to receive personal assistance (Government Bill, 1995/96:146) .
The Social Insurance Offices do not deliver services and are not employers for those who deliver the services. Persons with disabilities, who are granted reimbursement, can choose either to employ somebody as a personal assistant or to ask local authorities or somebody else to deliver the services. The reimbursement assistance is designed to cover salary costs and other fees in relation to the delivered services.
The decision-making process
The LSS and LASS reforms are based on participation from individuals in the target group themselves. The investigation starts with either an application from the disabled person him/herself or with a report from officials in Social Services or from a rehabilitation clinic in a hospital. There have often been social services delivered for a longer or shorter time already before the application for LSS, to the Social Service Act 2001. Sometimes it is social workers from the rehabilitation clinic at the hospital who take the initiative for personal assistance. Applications from the disabled person him/herself are less common, even if they formally are doing the application.
With all these authorities involved there is a great need for cooperation between them to combine the different kinds of services to the individual.
Group criteria assessment
The distribution of cases among staff at the Social Insurance Office (the organisation responsible for the investigation and the needs assessment process) varies, with date of birth and geographical area being the most common factors in distribution. At smaller offices there is often a certain degree of specialisation and cases with personal assistance are centralised. Most officials also deal with applications for other kinds of disability benefits. A combination of medical, social and psychological factors is the base for the assessment of personal assistance.
An investigation process begins by assessing the group criteria -to see if the disabled person is included in one of the three groups entitled to special services and then if the next criteria are fulfilled. These criteria consider whether the person's condition is chronic, leading to considerable difficulties in everyday life and causing comprehensive needs.
It can be difficult to decide the duration of a disability especially if the person is in a rehabilitation phase and the condition is not yet stable. Other difficulties occur with applicants with complex disabilities including psychiatric diagnosis or a disease with poor prognosis.
There are many problematic cases and situations to assess. One is concerning personal assistance for children. What is the normal parent responsibility for children in general at different ages? How much help and time does a one-year-old child normally need and what is the need for children aged 10? As children grow, their independence will normally increase so that they need less and less support from their parents. When it comes to children with disabilities they need a lot more support and for those the normal parent responsibility needs to be supplemented by other kinds of support. For children with a comprehensive need of care (often around the clock) or with multiple disabilities, there is a right to personal assistance. Assistance compensation for time when the child is in childcare, school or daily activities can be allowed only if there are very special reasons. Personal assistance shall not become a substitute for the number of staff normally required.
Another problematic situation is the responsibility of couples to each other in a marriage. What kind of support and how much personal assistance are you obliged to give the partner you are living with? Again, what is the boundary between the responsibilities for medical care and social services concerning, for example, persons with terminal cancer? What is then meant by the criteria 'long dura ion' -a certain amount of months or is it for the rest of life? What kind of services are needed -help with daily life activities or a lot of advanced medical treatment? It seems sometimes ethically dubious to discuss these more economic-based responsibilities in cases like this, but there are important questions of both who is responsible for the services and who is paying. What is self-care and what is medical care?
Needs assessment step one
The personal assistance service is restricted to persons with severe disabilities, those who need help in very demanding and complicated situations of very personal character. To get access to this particular service the disabled person will need help with what is labelled basic needs exceeding 20 hours a week. The needs must include help with personal hygiene, meals, dressing and undressing, communication with others or other kinds of help presupposing intimate knowledge about the person with disability. There are problems with the definition of 'basic needs' and also how you estimate the time that is used for these activi-ties. Other questions concern the relationship between a particular handicap and the needs of an individual. What kind of consideration is adequate to individual differences and to different disabilities? The normal method used by officials is that they make a home visit and ask the person with the disability him/herself to report what happens during a day and to describe the different activities they need help with and how long they take. Sometimes an occupational therapist or a physiotherapist is consulted to obtain a more technical and standardised structured needs assessment.
Needs assessment step two
If the basic needs exceed 20 hours a week the Social Insurance officials have to investigate additional personal needs in daily life. Daily life is here referred to as expected, continuous, daily or frequent activities or everyday situations. It can for example include household activities like cooking and cleaning but also attending social activities in the municipality, like going to a movie or a theatre. The level of daily activities is considered in relation to the kind of life that is normal for those of the same age and at the same place.
The decision-making process
Between 1994 and 2008, the Social Insurance Organisation had special Social Insurance Committees for decision-making in individual cases. These local committees were composed of seven elected members including a chairman. Five were elected from the political parties represented in the local county council and the other two members were elected from labour market organisations. Elections to these committees took place every fourth year and the members took up their duties on April 1 the year after the ordinary political election. These members were laypersons supposed to contribute with life experience and knowledge from society. Members had to be objective and not represent their political parties. The committee was supposed to represent different ages, sexes and ethnic backgrounds in order to diminish risks for discrimination and to promote the legal rights of the individual.
The number of cases should not exceed 40-45 at each committee meeting, including all different types of social insurance cases. Normally there were only a few cases concerning personal assistance each committee meeting. Before the application was finalised by the committee the individual applicant had the right to be informed about everything included in the investigation and the proposed decision. If he/she disagreed with the facts and conclusion they could appeal in writing or in person. In reality very few came to the committee meetings, though some gave written comments. Normally the original proposal from the official was also the final decision. After the committee meeting the applicant received a written report with the decision and information about appeal options (Bengtsson & Gynnerstedt, 2003 ).
This decision process was changed in 2008 when the Social Insurance Committees were closed down. The application process has not changed since then but since 2008, decisions are made by officials on different administrative levels in the Insurance Offices. The purpose of the changes was to improve the decision-making process (to make it less time consuming), and thereby increase efficiency.
The development of state financed assistance
The development and the design of state financed personal assistance have been discussed since the reform was carried out in 1994, both in terms of interpretation and implementation problems and increased financial costs. The costs have increased from close to SEK 4 billion in 1995 to more than SEK 18 billion in 2007 (SOU 2008:77:170) . The development of costs has mainly been explained as being due to both an increase in the number of service recipients and because the average number of hours per recipient have increased (SOU 2008:77:171) .
The increase of costs has been worrying for the state and the latest state investigation focused on how to reduce future increases. Changes for the future are a more restrictive control of providers, especially private entrepreneurs and cooperatives, and more demands on efficiency in the services. All private providers will need a certificate from the county administrative board. There will also be a responsibility for supervision to be carried out by the county administrative board (Prop 2009/10:176).
A field for state commissions during the years
An important feature of the wide-ranging personal assistance reform programme was to give disabled persons the right to independence and autonomy with a personal assistance free of charge for the individual. It was remarkable that the legislation for this reform was passed through Parliament without major disagreement between political parties. Since the initial commission, a society for all (SOU 1992:52), there have been a number of state commissions and public investigations by central government organisations. The focus has been on cost analysis (SOU 1995:126; Socialstyrelsen, 1995; Socialstyrelsen, 1997a, b) , treatment (SOU 1999:21; SOU 2008:77) , welfare for people with disabilities (SOU 2001:56) and administration (SOU 2001:47) . Recently, the state commissions have dealt with different forms of current and future funding regulations and forms of delivery and employment of personal assistants. However, due to the powerful disability organisations and their lobbying activities most of the changes and limitations proposed by the national commissions have not been accepted by Parliament. Government has made minor changes in the decision-making process and in the administration of personal assistance in order to reduce the increase of costs and to get closer control of the delivery and quality of the services. The results have been a more restrictive administration and application process with supervision. The estimation for the future is that despite these changes costs will rise for several more years (see table 2). An essential change concerning the democratic influence in the administrative process occurred when the committees in the Social Insurance Offices were replaced by another official.
The question is what this change means to the democratic transparency of the process and to the confidence of applicants in the process, as well as levels of support for the services in civil society. However, despite all the efforts to carry out individually adjusted services to persons with severe disabilities, a report has recently been published saying that despite the reforms inequality persists in many fields in society (Socialstyrelsen, 2010) .
A field to research
The personal assistance service can be analysed in many ways. Service user research carried out by social work and other students has focused on their own experiences and the extent to which the rights and opportunities for self-fulfilment are supported by legislation and policies (Jacobsson, 1996; Larsson, 2008; Roos, 2009 ). Other theses focus on the consequences of and the conditions for self-determination, independence and user participation for persons with different kinds of disabilities. The Swedish purchaser/provider system has been scrutinised by Hugemark (2006) .
However, there is little research concerning the policy development and administration of personal assistance though it is such a comprehensive reform and costly for both local authorities and the state. Ten years ago we were commissioned by the National Social Insurance Committee to investigate why the costs for personal assistance had increased so much and to predict future costs. We interviewed officials both in Social Insurance Offices and local authorities/social services from Malmö in the south to Luleå in the north of Sweden. We also met members of different disability organisations at the same places. Our research was complemented by statistical studies and internal act reviews done by the National Insurance Office.
The result of our costs investigation showed that it was due to several reasons. Firstly, the reform was not completely financed from the beginning 1994. Secondly, the needs of persons with disabilities, who already had assistance, have increased -they have grown older and frailer and they have become reliant on personal assistance. Thirdly, new groups with disabilities were entering the system. Fourthly, changes in the environment, that created new personal assistance needs, had an impact, as did claims for a satisfactory working environment for the assistants. The prospect for the future was that the costs would continue to increase year by year (RFV 2001:3) and that is what has happened in the years since this research (see table 1 ).
As a result of this research, we obtained information concerning the investigation and decision-making process, steering problems, as well as the working relationships between the two authorities (Social Service Office and Social Insurance Office) involved in the administrative process. We noted these issues in our report to the National Social Insurance Committee and were able to use the information in a subsequent research project during 2000-2002 with the aim of describing and analysing LSS and LASS intentions in relation to the way the reform was exercised in practice on different administrative levels (RFV analyserar, 2001:3; Bengtsson & Gynnerstedt, 2003) .
The Social Insurance Offices on local and regional level were our main research focus but the National Social Insurance Office and central political bodies were also included in our analyses. The project covered the time period from 1994-2001, for example, the first eight years of the reform. The empirical study on a regional level covered Social Insurance Offices in three different counties in Sweden with both urban and rural areas. The development of several changes in regulation concerning the application and decision process and the purchaser and provider system has created new research questions, but also a need for a follow-up of previous research to give a chance for a more longitudinal approach.
Theoretical perspective
These disability research questions can be analysed using different theories concerning the policy process, administration, steering activities and control. Here we focus on just two theories as examples -the policy learning perspective and the street level bureaucracy perspective.
Policy learning perspective
This perspective is built upon the idea that you cannot view the political administrative process (policy process) as simply the implementation of certain policy aims. Other factors, such as policy learning and policy development are involved. The study of learning processes can be focused on internal and external factors (Howlett & Ramesh, 1995) . The different phases with initiating, preparation, decision, implementation and evaluation cannot be regarded as defined in a fixed policy process but instead as a recurrent process (Nakamura & Smallwood, 1980) . In the reforming of LASS a number of important changes in certain sections have been made in the light of experience. Also the goals can be modified during the process due to unexpected events, lack of policy theory, new economic conditions, party political strategies, and shifting opinions in the environment. To set up such a change-oriented and reactive approach can be regarded more as a well thought-out strategy for complex social reforms than ad-hoc solutions. That is the case with the disability reform.
In this process there is a developmental discovery of how the resources have to be used, what strategy is valid and how problems have to be solved (Colebatch, 1998) . It can happen by special education and continuing education but also by reflecting on past experiences. One aspect of learning is socialisation in a certain administrative culture (Wilson, 1989) . It is, for example, common that new employees learn from older more experienced colleagues. This socialisation is not always voluntary or conscious (March & Olsen, 1989) . Changes can also happen through adjustment to other circumstances like different technical, social or structural changes. Learning by routines, for example, by picking up knowledge and experiences in special procedures, increase the possibilities for coordination of different activities and avoiding conflicts. New situations are met by activities already developed in the organisation (Lundquist, 1992) .
Street level bureaucracy perspective
Bureaucratic organisations are arranged in hierarchical ways with different levels managing different activities and functions. Some officials work far away from the front line, others are professional investigators, consulting and treating functions in direct contact with citizens. Although one can find these categories of officials in rather different working situations, they work under similar conditions. At the end of 1960 an American political scientist Michael Lipsky presented his theory about street level bureaucrats (Lipsky, 1980) . This theory places officials in close contact with clients, patients and customers. Decisions made by these bureaucrats, and the routines, procedures and norms they established give them a particular power position. In reality they can interpret or change the content of the political decisions so when implemented, they become quite different from what was intended (Wilson, 1996) . That turns street level bureaucrats into policy makers. The street level bureaucrats have discretion over who gets the most appropriate services. The client understands that the officials have these decision-making powers which affect their lives. Consequently, street level bureaucrats become policy evaluators and politicians find them hard to control.
The most important characteristic of street level bureaucrats is the kind of work they perform and their relation to their clients. These relations can easily result in conflict between the different demands being made. The client looks upon the situation from his/her angle and wants service according to what they think are their rights. Needs are according to personal experiences and expressed that way, but they are assessed by street level bureaucrats in an objective and comprehensive way (Socialstyrelsens Allmänna Råd, 1994:1:23) . Without suitable rules to follow the official might apply different interpretations and have freedom to act, which can cause arguments and negotiations with the client about different solutions. The officials can also face conflict between their different roles where democratic values like participation and legal rights of the individual confront economic values like efficiency and rationality (Lundquist, 1998) . To manage demanding tasks street level bureaucrats are forced to simplify the activities by introducing different types of routines and praxis (Agevall, 1994) . Also the authorities try to construct useful categories for different cases (people-processing). By these standardised categories citizens become a client or a case. This categorisation can counteract the careful individual assessment that is intended by the law (Hetzler, 1994) .
Concluding remarks
A successful implementation of the rights legislation is dependent on high levels of public legitimacy, in which authorities, citizens and other involved actors are willing to accept the intentions of the law. Primarily, it is a question of paving the way towards a general recognition of the democratic agreement that the needs of persons with certain functional impairments are given priority. The process of implementation relies on several aspects of legitimacy concerning political, professional and civil actors. While the political legitimacy seems to be consistent when it comes to the national level, there is significant resistance from local governments. This may be explained by the fact that the reform intervenes on the treasured local autonomy, but also by the fact that it leaves a central responsibility for financing to the local level. Such a reform is always challenging, especially in Sweden where municipalities bear a significant welfare responsibility.
When it comes to professional agents, research underlines the importance of street level bureaucra s' willingness, capacity and knowledge as prerequisites for implementing the reform intentions. Furthermore, one must pay attention to the role of courts, equally involved in legal interpretations. The Swedish experience is that rights legislation usually leads to intricate legal situations as courts read the law differently. This may cause further legitimacy problems as the legal procedures give little guidance on how to control an already substantial local variation.
However, the reform has important support within the civil society. Representatives of disability organisations have encouraged the law since the very start. The earlier procedures characterised by civil cooperation (through commissions of elected members) and transparency, should also have contributed to create legitimacy among both the involved actors and the public. By contrast, the new procedures, concentrated as they are on efficiency, both regarding expenditures and timeframes, may have negative consequences. The officials/professionals have been assigned increased responsibility at the expense of the elected representatives. This change of focus may damage the legal security, and consequently its legitimacy. Nevertheless, the most crucial legitimacy question should be whether or not the measures reach out to those with the greatest needs. So far, the answer to this question is not evident and requires further research.
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